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Women’s perceptions of their lifestyle and quality of life several years after a diagnosis of 
endometrial cancer 
Endometrial cancer is a common form of gynaecological cancer, originating in the 
endometrium, the inner lining of the uterus. While some forms of gynaecological cancer are 
aggressive and have a poor prognosis, a large proportion (80%) of endometrial cancers are low-
grade1, often detected early and thus curable by hysterectomy alone without the need for 
adjuvant treatment, often with good long-term survival2. Quantitative surveys show reduced 
physical health during endometrial cancer treatment3 and up to two years later4,5, however, by 
five years post-treatment, physical health-related quality of life (QoL) appears comparable to 
general population norms6. This pattern of adjustment for physical QoL is also reflected in 
literature reviews examining the QoL of women with various forms of gynaecological cancer7,8. 
However, there is little evidence specific to women with endometrial cancer that examines long-
term emotional adjustment9,10. In two studies, emotional QoL amongst women with endometrial 
cancer was comparable by 5 years post-diagnosis to women without cancer11, but younger 
women with endometrial cancer were found to have higher distress than older women either with 
or without cancer12.  
Adjustment to cancer can be complex, and a diagnosis of cancer can lead to both negative 
and positive physical, emotional, social and spiritual changes, which may lead to fluctuations in 
QoL13. We previously assessed the long-term QoL of 600 women diagnosed with endometrial 
cancer 3-5 years earlier, using the Impact of Cancer Scale14. On average, women scored higher 
on the positive impacts subscale than the negative impacts subscale, suggesting that women’s 
experiences after cancer were not overwhelming negative. Although other quantitative studies of 
women with gynaecological cancer have also identified aspects of positive change10,15, most 
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studies have focused on negative changes16. Qualitative studies also describe women’s 
difficulties in accepting their post-cancer bodies, and the struggle to cope with their everyday 
lives and relationships in the longer term17-21. However, interviews with Chinese women who 
had been diagnosed with gynaecological cancer 2-16 years previously21 showed substantial 
positive change, as did one qualitative study involving analysis of correspondence from over 
1,200 women with ovarian cancer to an ovarian cancer newsletter22.  
Positive change may be more likely among women with endometrial cancer because they 
tend to be older and less likely to receive adjuvant therapy than women with other forms of 
gynaecological cancer11,23. It is also possible that the use of a cancer-specific measure of positive 
and negative change enabled our participants to describe their experiences of cancer in greater 
depth than what is offered by other instruments24. A further point of comparison is that, although 
qualitative studies can contextualise the experience of adjusting to gynaecological cancer, these 
studies often have small samples of women attending clinics at specific hospitals, or include 
women with a variety of gynaecological cancers with very different prognoses17,19-21, which may 
limit the usefulness of the findings for clinical practice. 
Thus, in an effort to further understand the long-term impacts of endometrial cancer, we 
drew on free-text comments from a large, case-control study of women who had been diagnosed 
3-5 years previously. The objectives of this study were to describe what women perceived 
important to their lifestyle and QoL in the years following their diagnosis, and to provide new 
insights that might inform health care practice. 
METHODS 
The cohort of women in this study participated in the Australian National Endometrial 
Cancer study (ANECS), an Australia-wide, population-based, case-control study of endometrial 
3 
cancer conducted between 2005 and 2007, with methods fully reported previously (reference 
removed for review). Then, 3-5 years after their diagnosis, women who had been treated for 
endometrial cancer were recontacted for the ANECS Quality of Life (QoL) substudy (2009 –
2011). Women were posted a survey that collected new data regarding their current lifestyle, 
supportive care needs, and physical, psychological and sexual health (Author reference removed 
for review). Briefly, of the 1399 ANECS participants, 116 had died, and of the 1283 remaining 
women, 644 women (51%) responded to the QoL sub-study. Of these, 254 (40%) wrote open-
ended comments in response to the question at the end of the survey that asked, “Is there 
anything else that we have not asked about you that you think is important in terms of your 
current lifestyle and quality of life?” Because we were primarily interested in women’s 
experiences and quality of life  “post-cancer”, comments from women who had had a recurrence 
of cancer (n=17) are not included, leaving 237 women. Both the ANECS and the ANECS QoL 
substudy were approved by the Human Research Ethics Committees at (location concealed for 
peer review) and all participating hospitals and cancer registries.  
Participants  
Table shows the characteristics of the 237 women who responded to the open-ended 
question at the end of the QoL survey. They were on average 65 years of age at the time of 
completing the survey, and most were married, had a high school or technical education, and 
were out of the workforce (retired/home duties). Most respondents had had Stage I (82%) 
cancers and just over half had surgery without adjuvant treatment. Almost a fifth (18%) reported 
that they had taken medication or had other treatment for mental health problems in the last three 
months. Women included in the analysis were slightly more likely to be living in major cities, to 
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have been diagnosed with Stage II cancer or greater, and to have received adjuvant treatment, 
than were non-respondents without a recurrence (n = 370; all p <.05).  
Analysis 
The text was subjected to a thematic analysis 25, in which themes grounded in the data 
were identified, with the aim of exploring what the women said about their current lifestyle and 
quality of life. The first step of the analysis involved several readings of the comments by the 
first author, followed by manual coding of the data using open coding to identify common 
themes within the data. Written comments that described similar (or opposing) issues, or 
comments that explicitly stated that an issue was of importance, provided the raw material for the 
construction of themes. Further validation of emergent themes was achieved through separate 
coding of the comments by the second author to confirm the findings, and refined through further 
discussions with the remaining authors. At the end of this process, emergent themes were 
compared and refined to form final categories 25. All identifying information was removed and 
some text was slightly re-worded [as indicated in brackets] to preserve the women’s anonymity.   
RESULTS AND INTERPRETATION 
The analysis resulted in three main themes. The first two themes describe two competing 
discourses about life after cancer: the first, Personal Change, in which women wrote about 
cancer as permanently altering their lives in mostly negative but sometimes positive ways, and 
the second, Continuity of Former Life, which covers both the minimal impact of cancer on 
women’s lives and personal identities and the difficulties negotiating this within the dominant 
“cancer survivorship” culture. The third, less frequent, theme was Social Support, in which 
women wrote not about their own physical or emotional experience, but how the quality of their 
relationships had shaped their cancer trajectories. The themes describe the complexity of 
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women’s responses to having cancer and the importance of both social relationships and social 
expectations in shaping women’s physical, emotional and social adaptation to cancer, ageing and 
health more generally.  
Theme 1: Personal Change  
i. Negative changes 
Several women described the difficulties they had in adapting to negative physical, emotional or 
relationship changes following cancer treatment. These stories reflected an overarching desire for 
“normality”, with women desiring a return to their usual, pre-cancer self.  For example,  
I did not understand & know prior to treatment: how life changing having cancer has 
been for me.  I was quite niave [sic] about the recovery process.  I thought I would get 
back to “normal”. I find lymphodema very difficult to manage and has impacted largely 
on my life. (#256)  
Many comments focused quite specifically on how having had cancer negatively affected the 
“performance” of particular bodily parts. The often unexpected and continuing problems were 
distressing, as was the struggle to regain physical control. Physical problems, including bowel 
and bladder problems, lymphoedema and reduced sexual wellbeing, were frequently described, 
and some were forced to make unwanted life changes. For example: 
Still have persistent diahorrea [sic] and have to be careful what I eat.  My toes are numb 
and I have to wear footwear all the time. (#168) 
Many women felt a sense of loss and betrayal that they had not been able to return to their pre-
cancer selves. For example: 
Being diagnosed [before menopause] & having complete hysterectomy brought on 
immediate menopause. I have gone from having & enjoying an active sex life with my 
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husband of 30 years to maybe once a month. I take Premarin & use Ovestin but have very 
little interest in sexual activity. It's like something is “missing” when compared to “pre-
cancer libido & desire.” The medical treatment seems to have failed in this area leaving 
me feeling old & “past it”. My Lymphoedema causes a lot of problems & costs a lot of 
money for regular treatments to keep it under control. (#137) 
This search for a “cure” for all physical changes was particularly evident in comments relating to 
sexuality. Some women were worried about penetrative sex after cancer, and about the 
possibility that pre-cancer sexual functioning might not return, but they did not mention 
considering other, non-penetrative, forms of sexuality. More commonly, they either actively 
avoided sex with their partners, or persisted in attempting penetrative sex despite anxiety or pain. 
One woman felt sexually inadequate and grieved over the loss of intimacy: 
My husband and I have not been able have sexual intercourse since my operation. My 
vagina is extremely dry and it is painful to attempt it.  I feel as though I am smaller. I also 
am less interested, but the asore [sic] may be why? We both miss the closeness we 
shared. (#104) 
Women who did not have partners at the time of the cancer also had particular concerns about 
the possibility of future sexual relationships. The loss of reproductive body parts signified the 
loss of femininity and this negatively impacted on one woman’s sense of worth: 
 Following a radical Hysterctomy [sic] I feel that my body image (which has not been 
great anyway) has really changed   Everyone worries about How a Breast Cancer suffer 
[sic] feels less like a woman (I understand it is visually Physical) but no one does 
anything for us & really we have lost everything that allows a Physical relationship & 
who would be willing to start a relationship with very little vagina & NO cervix. ( #167) 
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Some women had significant concerns about the future. For example, the possibility of a 
recurrence of cancer was a source of anxiety: 
Future possibility of cancer returning or other related conditions is a huge worry for me 
especially as I went through surgical induced menopause in my late 30's. eg. 
osteoperosis, lymphodema, [sic] other cancers, HRT. (#178) 
And a small number described ongoing and severe emotional distress. One woman said: 
I sometimes “forget” about the physical surgery, BUT my mental problems are quite 
severe and I worry more & more! (#175)   
ii. Re-evaluations  
In this survey focusing primarily on the negative physical, emotional and sexual changes post-
cancer, few women chose to write about cancer as having enriched their lives. However, some 
women did write positively about personal relationships, physical health or their sense of 
purpose in life post-cancer, and some did so alongside other comments about negative aspects, 
perhaps in an effort to generate some meaning and integrate the disease into their lives. For 
example: 
I don't know how relevant this is but I am extremely happy with my life.  The other thing 
is how close I have become to my friends who have supported me so generously over the 
last few years. (#29) 
Despite the assumption that any physical change after cancer is necessarily bad, several women 
wrote about improved physical health following hysterectomy. For example:   
I suffered with terrible P.M.T [Premenstrual tension] since pubity [sic] after the "Radical 
Hys    sanity has come for me - Aside from a very little amount of feeling down or 
(depressed) I felt like I could walk on the moon within 6 mth. - When I feel down I just go 
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& do something I like to do & keep busy or sometime I rest & read & that helps loads 
(#220) 
Other women wrote of greater appreciation of their health and life more generally: 
I try and say YES to whatever is possible. I am more aware of the finiteness of health, 
capabilities and life. Tend to live day by day in the moment. (#227)  
One woman wrote positively about personal growth resulting from her diagnosis and treatment. 
The experience made her aware of her own emotional strength and enabled her to take control of 
her life:   
I’d just like to say cancer has improved our lives- we are now truly living our lives, 
before cancer we were just existing:- we  bought our dream farm getaway. 
I’d also like to add that after my surgery – there was no follow up support from the Dr's 
for my emotional well- being – I am doing really well, but I had to support myself at the 
time. I found this really disappointing – I’m just lucky to be such a strong person. (#19) 
Theme 2: Continuity of Former Life 
In addition to describing how cancer had affected their lives, a number of women stressed that 
other events in their lives were more important, positioning the cancer experience as not central 
to their ongoing personal identities. Contrary to the concept that a person who has had cancer is 
forever defined as a “cancer survivor”, many women positioned cancer as an event in the past 
and instead wrote about other major illnesses. The chronic nature of pre-existing conditions 
meant they formed a large part of the women’s lives and identities. For example:   
I have had Chronic Fatigue Syndrome/Fibromyalgia [for more than 20 years] and this 
has had an enormous impact on my health/lifestyle/energy levels.  The cold weather has 
brought on a flare-up of symptoms over the last month and apart from increased levels of 
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pain & less energy it also makes me feel anxious & somewhat depressed. So, in regard to 
answering your questions about the effect of having endometrial cancer on my lifestyle 
etc. I feel that the CFS/Fibromyalgia has had the biggest impact.  The cancer seems an 
inconvenience but not terribly relevant to dealing with this chronic health issue. I feel 
somewhat confident about the success of the operation. (Aunt survived it.) (#32) 
Other women indicated that they were more concerned with the health problems of family 
members, often in combination with their own, non-cancer, physical problems. Recent major and 
distressing life events were also described, again with the implicit message that these were more 
important to their wellbeing than having had cancer. One woman, whose husband was seriously 
ill, wrote quite explicitly about her perspective that cancer need not be the central focus in her 
life:   
 You did not seem to have allowed for the fact things often change & do so continuously-
not only to self but others around you. Not every reaction is due to having had cancer-
other people around you also have problems and most of this is not necessarily related. 
(#44)  
The complexity of generating a meaningful personal identity after cancer was particularly 
evident for other women. Some women’s reactions to having cancer appeared to be shaped by 
the social expectation that cancer should involve heroic treatments, and profound emotional and 
physical changes to their lives. They found it difficult to establish a sense of themselves in the 
context of a “cancer survivor” culture. One woman juxtaposed the terms “fraud” and “survivor”, 
as if these were the only two possible identities for women who had had cancer, and described 
herself as a “fraud” even though she was dealing with unwelcome changes in her sexual 
relationship: 
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I feel a fraud rather than a survivor because my cancer was curable with one major 
(admittedly major) operation...I hate that my “sex life” with my husband is non-existent 
& wish my Dr had not told us that it’d be no different (#92) 
Some women felt that they needed to justify why cancer was not the focus in their lives. These 
women wrote about physical changes as part of the normal ageing process. Other women who 
were in the position of having had hysterectomies for other reasons -  with endometrial cancer 
diagnosed only after surgery- were also aware of the discrepancy between their experiences and 
social constructions of cancer as a traumatic, life-changing event. These women, however, 
interpreted the disparity in a positive way:     
I have found it difficult to answer some questions as my endometrial cancer was picked 
up accidently [sic] when having an [sic] hysterectomy for [other reasons].  I was lucky in 
a way and feel that I did not go through the trauma of a cancer diagnosis. (#109) 
However, one woman was angered by the social expectation that cancer should take precedence 
over her life and explicitly rejected the entire notion of a “survivor” identity:   
I do not like the term “Cancer Survivor” It makes me feel cancer is supposed to be a 
“death sentence”, but I dodged the bullet. You were sick, you get better, you get on with 
life. It does not need a name tag!! (#196) 
Overall, the women quoted here appeared to feel restricted by the “survivor narrative” and the 
expectation that they would, or should, construct a new post-cancer identity that focuses on 
positive, life-affirming, spiritual changes resulting from the (successful) “battle” with cancer.  
Theme 3: Social Support 
Many women described ongoing supportive care needs, and ongoing practical and emotional 
support from health professionals, family and friends was described as particularly beneficial. 
11 
Several women wrote positively about the reassurance of follow-up tests and consultations with 
understanding and sympathetic medical practitioners. For example:  
I feel happy every time my doctor gives me a report that says “everything is fine”. I now 
visit the doctor every six months. My doctor is very easy to talk to and has been very 
supportive. I have a lot of confidence in my doctor. (#133) 
Reflections on the importance of the combined support from family and doctors for ongoing 
emotional wellbeing were evident:  
Question 35: [questions measuring psychological distress] [Around the time of 
diagnosis]- My answers to these questions would have been very different Support from 
husband & family Dr enabled me to get my life back in order and have a positive outlook. 
I am forever grateful. (#60) 
While some reflected positively on their own health care experiences, one woman also had 
concerns about the stories of inadequate care described by other women: 
I have thought deeply about this question (& Q59) [this question asked women ‘Have you 
engaged in sexual activity in the last month?’] as I found it very challenging to answer. In 
my own case I had a very excellent radiation therapist (specialist.) She was in mid forties 
married with children. I was given “aids” to assist in the vagina healing & stretching 
however they were not very effective (for me) Having spoken to a group of women-cancer 
survivors all ages, I found their sex lives were a very important factor in relationships, 
They felt they had nowhere to go for such intimate questions. I would love to think that 
honest sexual advice & help would be readily available for women as an important part 
of their healing “Love is a many splendid [sic] thing” (#21) 
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Often, finding appropriate and supportive care was not straightforward. Health care was a 
particular focus: some women wrote about health care professionals who did not treat their 
cancer experience with the seriousness they felt it deserved. These women often wrote about 
bodily changes, perhaps in an effort to present evidence to legitimise the seriousness of their 
medical problems and therefore their need for sympathetic support. For example:   
I had to say to my gynocologist(?) [sic] “can you please say back to me” “ I 
UNDERSTAND WHY YOU THINK ANY PAIN OR ANYTHING COULD BE CANCER 
AGAIN” I asked him to say this to me because I felt like one of the sheep. I have chronic 
diarrhoea which makes life very difficult. I don’t get much sympathy or understanding 
really from anybody. If I talk to people & say I’ve had breastcancer [sic], cervical cancer 
and uterine cancer they either say nothing OR start talking about something else. I know 
I sound angry and I need lots of sympathy – maybe I just need to hear “that’s not good – 
how did you manage to get thru all of that – you must have found it very hard.” AND to 
still have left over symptoms from the radiation drives me crazy! (#80) 
Women also described being treated by health professionals who focused on their physical health 
to the exclusion of everything else, when they felt they would have benefited from care that 
addressed emotional changes, and that provided information and support to enable them to 
understand their experience and incorporate the cancer into their lives. Some described wanting, 
but never receiving, ongoing help and support during treatment:  
My experience from the impact of vaginal brachytherapy really disturbed me - physically 
& emotionally.  It is repulsive to have to use dilators.  After radiation the effect is 
progressive for years later.  The lack of information on this specific topic was of poor 
quality & road was tough as the professions didn't know specific information was 
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difficult to find out. Very little support. All of this I found more upsetting than the cancer 
itself. Plus years later, I do not know one other woman who has had Endo cancer & 
vaginal brachytherapy. Just awful! (#215)  
Another, younger, woman wanting to access fertility information and treatment was still actively 
looking for professional help and social support at the time of the survey, but did not know 
where to find it:  
Other than seeing my oncologist every 6mths, there has been no emotional after care.  
Would be good if available. Also, due to having hysterectomy at young age – [before 
menopause]-no children but frozen embryo's – it would be good to be in touch with 
people similar circumstance who would understand &also going thru same. Now have to 
think about surrogacy – gestational – but no one to help. Questionnaire did not ask about 
impact of not having/able to have children & options (#39) 
These comments suggest that ongoing follow-up care may be important for some women and 
essential for maintaining their health and wellbeing26.  
CONCLUSION 
This qualitative analysis of open-ended responses, derived from a population-based 
survey of women diagnosed with endometrial cancer, suggests that there are multiple post-cancer 
trajectories. Specifically, many women reported severe long-term concerns and conditions – 
particularly those who had needed extensive and adjuvant treatment - including lymphoedema, 
diarrhoea, urinary incontinence and vaginal changes, which often affected their sexual wellbeing, 
and reflect the findings of previous qualitative and quantitative research17-19,27. In contrast, 
another larger group of women struggled significantly with other conditions (arthritis, 
osteoporosis), illnesses in loved ones (dementia, heart disease), or general ageing-related 
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problems, consistent with other qualitative studies of older women with cancer28,29. For these 
women, endometrial cancer played a minor role in their lives and was not a concern in the 
context of other life events.  
Similarly, a minority of women could not relate well to the cancer “survivorship” culture 
because their cancer was successfully treated with minimal physical or emotional side effects, 
enabling them to move on with their lives. A sense of guilt or surprise was also evident among 
some women who did not have health issues or ongoing side-effects from cancer treatment. 
While other studies of women with gynaecological cancer have not described disengagement 
from the survivorship culture, this has been described previously amongst women with breast 
cancer30,31. These results suggest that not all people who have had cancer may benefit from the 
current cultural emphasis on the “cancer survivor”. 
Only a handful of women wrote about how they had positively re-evaluated their lives 
post-cancer. In the context of a quantitative survey about the long-term physical and emotional 
impact of endometrial cancer, it is perhaps to be expected that a large number of the women’s 
comments elaborated on the negative physical changes they experienced. However, these results 
are in contrast to our quantitative results from the larger sample of women, which showed that 
positive changes post-cancer were more common than negative changes, as measured using the 
Impact of Cancer Scale (reference removed for review). This may reflect a limitation of 
quantitative measures of QoL, which cannot capture all women’s concerns and changes32. 
Alternatively, the qualitative and quantitative research findings, when taken together, may 
provide further evidence of the complexity of the cancer experience; specifically, that positive 
and negative states can co-occur in individuals who are adjusting to major life events13,33,34. 
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Examining the trajectories of growth and decline in those who have cancer will be important for 
understanding this diversity and addressing their supportive care needs.  
This study provides important information on women’s supportive care needs in the years 
following endometrial cancer. Specifically, relationships – with family, partners and health 
professionals - were important, sometimes enriching women’s experiences post-cancer and 
sometimes emotionally challenging them. The extent to which women appeared to need or want 
professional and social support varied greatly, but for those who expressed a need, it was often 
difficult to find. While some women criticised their health care providers for a lack of support, 
others saw health care providers as particularly positive. Sensitive, ongoing support was 
particularly important for women’s sexual wellbeing post-cancer. In particular, understanding 
women’s emotional concerns – as opposed to solely focusing on managing physical changes - 
was important for developing positive sexual identities post-cancer, and health care 
communication focusing on alternative forms of intimacy may be beneficial for couples35. How 
to best address people’s supportive care needs after cancer is an important issue more 
generally17,26,28,36,37 and a network of support that is sensitive to women’s responses to having 
cancer appears important for long-term adjustment17,26,36,38-40. Regular standardised assessment 
of women’s needs, with the aim of offering the most appropriate support mechanism for their 
particular need(s), could be beneficial.  
At the same time, a large majority of women without concerns could be reassured that 
their experience is normal and shared by other people with various cancers where curative 
treatment is increasingly available. A broader conceptualisation of the possible range of reactions 
to cancer diagnosis and its aftermath might be useful in order to legitimise and support women’s 
own interpretations of their cancer-related experiences. In an effort to achieve this, both social 
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change and health care change are necessary. For example, greater diversity in the stories and 
images about those who have had cancer in the community are important, and health 
professionals can make initial steps by acknowledging the range of responses to cancer.  
This research strategy combines the reach and sample size of a national survey with the 
potential to analyse open-ended responses qualitatively. The heterogeneous nature of our sample 
increases the extent to which these results may be relevant to other women who have 
experienced endometrial cancer, and are largely consistent with the findings from smaller, 
qualitative studies based on face-to-face interviews. However, some people have criticised 
qualitative analysis of open-ended comments on the grounds that such responses do not have the 
richness of in-depth individual interviews41; others consider anonymous written responses to be 
just as conducive to rich qualitative analysis as are interviews22,42. Perhaps the best indicator of 
the appropriateness of the material is the analysis itself, and the extent to which it raises new and 
significant interpretations.  
Because we relied on women’s comments at the end of a long survey about lifestyle and 
QoL after cancer, women’s responses may have been influenced by this process and, thus, we 
cannot be sure that we have captured all aspects that are important to women in the years after 
endometrial cancer. Similarly, the finding that cancer was not salient for all women is perhaps 
not surprising given the timing of the survey at 3-5 years post-diagnosis: sufficient time had 
passed which allowed other life issues to be in forefront of these women’s minds. As previous 
quantitative studies of women with endometrial cancer would suggest3,23, issues relating to the 
cancer experience would have been more salient if women were asked about their QoL soon 
after diagnosis or during treatment.  
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In conclusion, this paper shows that while the typical “survivorship” issues exist for 
many women with gynaecological cancer, including coping with physical, emotional and sexual 
health changes, a proportion of women will not focus on these changes and can be can be 
encouraged to form lives and identities that are not situated within the “cancer survivorship” 
culture. Greater acceptance of diversity in people’s lives after cancer will enable those with a 
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